Introduction
============

The *Global strategy for women's, children's and adolescents' health (2016--2030)* calls for action towards three objectives for health: survive (end preventable deaths), thrive (ensure health and well-being) and transform (expand enabling environments).[@R1] The strategy recognizes that "women, children and adolescents are potentially the most powerful agents for improving their own health and achieving prosperous and sustainable societies". Global, national and sub-national development policies have until now been largely orientated towards addressing the objectives of helping people to survive and thrive. However, to accomplish the overall objectives of the strategy we need to address the third objective: "to transform societies so that women, children and adolescents everywhere can realize their rights to the highest attainable standards of health and well-being". Transforming societies requires participation, including communities working together with health services to reach health goals (what is termed co-production). In this paper, we examine what this implies in practice.

Community participation is promoted in global dialogue as a vital element of a human rights-based approach to health. This means not just ensuring the provision of health services and their use by the public but also tackling the underlying social determinants of health.[@R2] While proven clinical and health service interventions could save numerous lives by 2030, if they were made available to all, those people most in need of health care are often not reached.[@R3]^,^[@R4] Many factors -- wealth, environment, gender, education, geography, culture and other structural determinants -- affect health outcomes directly through health services uptake, and indirectly via relationships and behaviours outside the clinic setting.[@R5]^,^[@R6] Community participation that is inclusive of underserved groups and is tailored to context is a fundamental principle of equitable primary health care as well as a way of optimizing interventions to improve health.

Participatory approaches
========================

In this paper we examine the concepts of participation and co-production in health care with a focus on health services and communities working together to achieve health goals. Here we define communities as groups of people who share common interests, concerns or identities in settings that are defined by geography, culture, administrative boundaries or geopolitical region or that are identified with joint activities, such as work or recreation.[@R7]^,^[@R8]

Participatory approaches and the characteristics of participation have been defined in different ways.[@R9] Some authors[@R10] distinguish between organic participation such as community-organized actions, contrasting this with induced participation that is externally stimulated. Members of the community may be involved in the latter type to a greater or lesser extent, with participation ranging from outreach and consultation at one end of the spectrum of participation to collaboration and shared leadership at the other end.[@R11] Countries or programmes may move along the spectrum as they gain experience or according to their objectives.

In this paper we discuss externally-stimulated community participation that falls at the collaboration and shared leadership end of the participation spectrum. This is not to say the burden of resolving health issues is placed on communities. To be transformative, participatory approaches in health require power-sharing with health-service users. This is likely to mean new relationships, including a new culture in health-care institutions that supports participation.[@R9]^,^[@R12]

Participation does not usually operate as a linear intervention to improve health; rather participatory approaches form a set of complex processes and interactions.[@R10]^,^[@R11]^,^[@R13] An approach that is based on systems theory is useful to understand participation processes, whereby interdependencies between different parts of a system are explicitly recognized and nonlinear effects are expected to occur and are taken into account.[@R14]

Issues of power and control should be considered, both to understand systems better and to ensure that participatory interventions do not unintentionally reinforce potentially harmful social structures.[@R2]^,^[@R8] This means looking at who is engaged, why and in what way. For example, including only men as participants in a programme might reinforce pre-existing gender inequities. Failing to seek out underserved groups may further entrench inequities.

Areas for action
================

To achieve social transformation, participatory approaches in health need to work alongside each other at different levels. We identify three areas for action: (i) individual and community capabilities to participate; (ii) people-centred health services; and (iii) social accountability. These areas align with existing frameworks such as the capabilities approach[@R15] and health promotion charters[@R16] that highlight the need to attend to factors outside the traditional realm of health services, including the role of different participants in the production of health.

The three areas are interrelated and should be addressed in parallel. For instance, without improved capabilities for participation on all sides, it will be a challenge to introduce community participation in quality improvement efforts in support of a more people-centred health service. A supportive policy environment that identifies social accountability mechanisms will legitimize and support participatory processes at all levels.

Improving capabilities
----------------------

For individuals to develop as agents of change and for participatory processes to work well, individuals and groups need the capabilities to achieve the health goals they value.[@R15]

Facilitated participatory learning and action cycles with women's groups have been identified as an effective way to build individual and group capabilities, to identify and prioritize problems and to develop a plan for implementing locally feasible strategies to address these ([Box 1](#B1){ref-type="boxed-text"}).[@R17] Freire's concept of critical consciousness (a deepened awareness of the social, political and economic situation, including health, that leads one to understand that one can intervene and that these realities can be transformed) has also been emphasized in participatory learning.[@R18] Others have proposed that all humans need to feel competent, autonomous and related to others.[@R19]^,^[@R20] A positive social environment can yield better psychological, developmental and behavioural outcomes by helping meet these three key needs, that is, by supporting people in their activities and giving them a sense of volition and choice.[@R19]^,^[@R20] When supported to develop their own skills, individuals may voluntarily support others, for example by sharing breastfeeding techniques or setting up support groups, thereby introducing a layer of sustainability independent of the original intervention.

###### The four phases of participatory learning and action cycles

Facilitated participatory learning and action cycles with women's groups involve a four-phase participatory process with a trained facilitator, in which women's groups collectively decide on priority actions, and try to organize activities accordingly. The cycle is structured as follows: (i) identify and prioritize problems that may occur during pregnancy, childbirth and after birth; (ii) plan activities; (iii) implement strategies to address the priority problems; (iv) assess the activities and plan changes as needed.[@R17]

Supportive environments, therefore, are also key determinants of good health and healthy practices ([Box 2](#B2){ref-type="boxed-text"}).[@R22] Unsupportive environments in society may, for example, deter young people from obtaining condoms or women from breastfeeding in public. Participatory interventions encourage dialogue and can help identify socially- and culturally-acceptable solutions.[@R23] For instance, strategies to promote men's involvement during pregnancy, childbirth and after birth are recommended to improve care practices for women and newborns. However, these interventions should be designed in dialogue with women to avoid undermining women's choices, autonomy and decision-making.[@R24]

###### Example of a participatory approach to strengthen community support for pregnant women

In Andhra Pradesh state, India, a participatory intervention attempted to increase demand for quality care through meetings to raise awareness and increase community support for pregnant women; involving families (particularly husbands) in pregnancy-related care; and bi-monthly home visits by a community organizer who helped families access care and create birth preparedness plans. Local elected leaders also held regular meetings to review performance of public health providers and facilities. Afterwards, women reported changes in support received from family members during pregnancy and childbirth and decreased workload during their pregnancy.[@R21]

People-centred services
-----------------------

A key goal in global health is creating people-centred health services, that is, services orientated around the needs and preferences of users rather than around diseases.[@R25] Achieving this requires participatory approaches. Participation of service users in planning, governance and quality improvement processes, as well as community partnerships with services, can help to make health services and health professionals more responsive to the needs of their clients and the wider community.[@R11]^,^[@R24]^--^[@R26] The World Health Organization recommends community participation in quality improvement processes for maternity care services and in programme planning and implementation to improve maternal and newborn health.[@R24] Others have emphasized the importance of community empowerment for improving care services for women after an abortion.[@R27]

Participation by members of underserved groups may stimulate services towards more equitable provision of care.[@R25]^,^[@R28] Attempts to address the needs of excluded groups have included engaging community members as mediators or employing health staff from the relevant culture, for example, to develop culturally-appropriate maternity care services. Another approach is strengthening efforts to build stronger relationships and dialogue between communities, institutions and service providers about the care required.

Social transformation requires the people who are in control to share their power.[@R18] This principle has been taken up in the National Health Service in England, which aims to create a culture of shared decision-making, aspiring to create equal partnerships between clinicians, patients and carers and with patients involved in co-design, co-commissioning and, overall, co-production of health care.[@R29] Converting the aspirations into reality is not easy, although there have been successes ([Box 3](#B3){ref-type="boxed-text"}).[@R12]

###### Example of patient participation and co-production in health services quality improvement

In the National Health Service in England, long-term ethnographic study has shown how projects involving patients, clinicians and researchers working together in non-hierarchical teams have helped empower patient participants to collaborate with clinicians to devise health-care improvements.[@R30] For example, a patient-held record called My Medication Passport was developed by and for patients, particularly those using multiple services. It is a patient-completed aide memoire containing information about the patient's clinical history and medication. Patients can carry this to appointments to facilitate communication with clinicians, as well as between clinical teams.[@R31] Patient participants have also played a key role in linking up clinical and non-clinical services.[@R14]

Participatory health interventions require an interactive approach by health-care providers that changes the usual patient--provider dynamic. The skills of health-care providers may need to be developed to help them collaborate with service users or community members[@R32]^,^[@R33] and to move from solving problems for patients, to solving problems with patients. Health facility leadership that supports this type of collaboration is also essential for people-centred care.[@R25] A better work environment and greater job satisfaction can improve health-care workers' sense of autonomy and their motivation to engage in respectful care and quality improvement processes.[@R34]^,^[@R35] If health-care workers appear reluctant to engage in dialogue with patients, the overall work environment needs to be examined to help understand why this is and to address any institutional barriers to health-care workers' autonomy and motivation.

Social accountability
---------------------

Accountability is central for progress in women's, children's and adolescents' health.[@R1] Citizens' voices are important to build equitable health systems and to provide quality health services, particularly in settings with poor governance.[@R36]

The World Bank identifies four factors vital for any social accountability programme: (i) the opportunities for information exchange, dialogue and negotiation between citizens and the state; (ii) the willingness and ability of citizens and civil society to seek government accountability; (iii) the willingness and ability of service providers and policy-makers to support constructive engagement with citizens; and (iv) the broader environment that enables increased civic engagement (such as the policy, legal and regulatory environment; the type of political system, the values and norms of society).[@R37]

Members of the community need to recognize their entitlement to health but also understand the constraints of health systems. This enables them to play an integral role in planning, implementing, monitoring and evaluating policies and services, and identifying workable solutions. Common strategies for participation in accountability processes include community representation in health facility management committees,[@R26] village health committees, community taskforces or citizens' hearings,[@R38] as part of community-monitoring processes ([Box 4](#B4){ref-type="boxed-text"}).[@R11] These processes are dynamic: skills are needed to achieve dialogue and to build the trust required for the different participants to plan and work together.[@R24] Implementation efforts should raise awareness among individuals and communities (for example, by providing information about health services or promoting awareness of entitlements) and address aspects of the social context that might affect participation (such as fear of speaking out). Health-service managers can take first steps to gain confidence in participatory processes, such as setting up complaints or comments boxes for patients to use, or publishing health-services statistics to inform and prompt discussion between health, development and community stakeholders. Once they gain experience they can move on to more sophisticated engagement processes.[@R39]^,^[@R40]

###### Example of improving service delivery with participatory monitoring

In a randomized field experiment of community-based monitoring of primary health-care providers in the public health system in Uganda, community perceptions of health facilities were summarized into report cards. A community meeting was held to present the reports to the community and share information about health rights. Community members and health staff developed action plans including details of how the community would monitor agreed actions. Service uptake and quality of services improved. After one year, for instance, 36% of treatment facilities had a suggestion box, compared with none in the control facilities. The treatment facilities posted more information on free services and patient rights and obligations, were kept in better condition, had higher uptake of vaccinations and better indicators of service use than the control facilities. The study also reported a 33% reduction in under-five mortality.[@R39]

Challenges
==========

Participation is frequently emphasized in global, regional and national health policies, yet we lack examples of large-scale, transformative action in practice. Some challenges to implementation of participatory approaches are outlined below.

Not all approaches described as community or participatory successfully achieve participation or transformation. Our experience suggests this may be because these concepts are often too broadly applied. There may be little open, ongoing dialogue, or no attempt to achieve the collaborative styles of working that are essential for co-production in health care. Selecting and training community health workers, for example, is often classified as a community participation approach. While many community health workers deliver information or services outside clinics or provide a link between communities and health services, they do not necessarily represent the views of the community nor do their tasks necessarily require them to consult with the community. Similarly, nongovernmental organizations (NGOs) are sometimes seen to reflect the voice of the community, despite not having consulted with members of communities or been nominated as their representatives.[@R41]

Community members may become more committed, engaged and motivated if they see positive results from participatory activities.[@R12] Conversely, communities may become disengaged from the process if there is no obvious positive effect of engagement or, for instance, if workings of committees are not transparent.[@R41] A study in Malawi found that attempts by NGOs to foster participation can create expectations that cannot be maintained and can potentially undermine other ways for the community to participate.[@R42]

Hierarchies within health care may make adopting and integrating participatory approaches especially difficult to achieve. For example, if there is no open dialogue about quality improvement within the health service, engaging the users of the service in the discussion will also be difficult. A participatory, respectful management philosophy in the system as a whole provides a foundation for transforming relations with communities.[@R12]^,^[@R35] It is not enough simply to tell others to use these approaches with community members. For example, if central- or regional-level managers do not communicate with district-level staff, or if different service providers (such as doctors, midwives) do not feel respected by one another and do not work as a team, they are less likely to have the empathy or motivation required for positive, transformative encounters with the community. Health-care workers may also resist the processes of accountability for fear of reprimand or punishment.

Good intentions about participatory approaches may not always be accompanied by the support needed for implementation. The Government of India has promoted a system for women to register complaints with health facility managers or through patient welfare committees. Reports, however, suggest that the procedures may not be clear and that women are not always aware they can make a complaint against a doctor or nurse or they fear reprisals if they do so.[@R43]

How to scale up participatory approaches is not always clear from the literature, despite the case studies and success stories that exist at district level. The level of ambition demonstrated by the initiative in Odisha state of India remains rare ([Box 5](#B5){ref-type="boxed-text"}).

###### Example of scaling up participatory interventions

Facilitated participatory learning and action cycles with women's groups (see [Box 1](#B1){ref-type="boxed-text"}) to address maternal and newborn health in poor rural communities were shown to improve newborn health outcomes.[@R44] A meta-analysis of studies from Bangladesh, India, Malawi and Nepal showed newborn deaths decreased by one third in settings where groups with at least 30% of pregnant women came together to address issues around the health of the mother and the baby.[@R17]

Scale-up of women's groups has been undertaken in Odisha state, India. Local experience of greater equity after an intervention involving women's groups, combined with a state-level emphasis on evidence-based policy, prompted a new community dialogue intervention called Shakti Varta. Launched in 2013, Shakti Varta was intended to cover a population of 20 million people across 15 districts (half of the state) who have many health and nutrition challenges.[@R45] Challenges common to scale-up efforts have been encountered; for instance how to ensure fidelity to the important elements of the intervention across the project districts, and how to ensure high-quality training and implementation.

Finally, the existing literature reveals little agreement on how to evaluate the impact of participatory approaches. The existence of participatory activities can be demonstrated but it is often difficult to link them to health outcomes. There are several reasons for this: (i) because of the complexities of linking social change directly to health outcomes; (ii) because participatory activities often take place within a package of interventions and so the effects of participation cannot be separated out; and (iii) because health outcomes are so strongly influenced by the performance of the health sector and other social determinants. Furthermore, health improvements and uptake of services are only part of the story; measurement of participatory approaches should also account for any resulting social change, such as changes in equitable use of services, changes in social and gender dynamics, and issues relating to sustainability.[@R10]^,^[@R11]

Discussion
==========

Achieving transformative action towards improving the health of women, children and adolescents will depend on deploying locally appropriate participatory approaches at community, health service and policy level across the three action areas described in this paper. These contributions will influence whether proven biomedical health interventions reach the intended populations and whether the global goals for sustainable development are met.

The challenge is that to be transformative, power must be shared with health service users. To do this entails building new relationships and fostering a new culture in health-care institutions that is supportive of participatory approaches.[@R9]^,^[@R12] Participatory approaches need to be embedded throughout the health system: internally (within health-care teams and between levels of the health system), as well as externally (between services and communities).

Participatory approaches are particularly important in decentralized health systems where local leadership is promoted, because there is more opportunity for bottom-up partnership between communities and health services, including in decision-making processes and community accountability mechanisms.[@R46]

Interventions can fail because of poor design and implementation. Programme managers and practitioners need to pay attention to detail in implementing participatory approaches, just as an immunization campaign needs to pay attention to the cold-chain supply or to staff training. For example, to build awareness and mobilize the community around a specific issue, attention should be paid to how facilitators are selected and trained, who is participating in the meetings and why, whether training manuals for participants are appropriate to their experience and education, whether meetings are held at convenient times and places, whether there is adequate coverage and frequency of those meetings and how information is shared among peers.

Although participation may be regarded as desirable in itself, participatory approaches are neither widely practised nor well documented. There is a growing evidence base supporting the use of participatory approaches to improve health, but concerted effort is needed to develop better and more relevant measures of participatory interventions and to gain agreement on what is to be measured and how. Factors that are difficult to measure, such as social change, may often be ignored. To understand the mechanisms and dimensions of participation and transformative action, it will be important to measure such factors more adequately.

More guidance on specific community-oriented interventions is required to help inform country and donor investments. We need to understand what works, how different approaches can work in different contexts and what factors need to be taken into account for future scaling up and sustainability of interventions.[@R47]

All three objectives of the global strategy -- survive, thrive and transform -- will benefit from participatory approaches in the areas we have described. Indeed, to some extent, progress towards the sustainable development goals could be measured by the presence of mechanisms to enable participatory approaches and co-production in health care to develop in practice.

We know much already about the power of participation. In a sense it is no longer a technical issue, but one of civil rights and political will. For transformative action on women's, children's and adolescents' health, participatory approaches are essential, at all levels: district, national, regional and global. Without these, we face the risk of stalled progress and persisting inequities in health.
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